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ABSTRACT 
AREAS OF BURDEN FOR PRIMARY 
CAREGIVERS OF SPOUSES AFFLICTED 
WITH ALZHEIMER'S DISEASE 
Teri Ann Kelsay 
The burden felt by caregivers of Alzheimer's victims 
was a concern of medical professionals. The intent of this 
project was to establish the degree to which in-home 
caregivers who were related to the victims felt burdened. 
to accomplish this, the researcher explored three important 
questions: 1. did the test results reveal the same amount of 
burden as was self-reported?, 2. did the age or sex of the 
caregiver or length of caregiving show any relationship to 
the amount of burden felt?, 3. did spouse or child 
caregivers reveal the higher amount of burden? 
In a review of literature, the researcher examined two 
important issues in light of the research questions. Those 
issues included a discussion of Alzheimer's as a disease and 
the treatment of its victims. The researcher also discussed 
those issues in relationship to the changing understanding 
of the disease and the various theories regarding its 
treatment. In addition, both issues were included in a 
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discussion of historical, philosophical, sociological and 
psychological foundation perspectives. 
The researcher described in detail what happened during 
the course of this project. Through the results of the 
interview, it was discovered that caregivers of Alzheimer's 
afflicted relatives reported moderate to severe feelings of 
burden. It was also found that daughters caring for fathers 
and husbands caring for wives revealed a higher degree of 
burden than wives caring for husbands or daughters caring 
for mothers. 
After completion of this project, the researcher made 
recommendations for further support systems for the 
caregivers as well as additional educational opportunities. 
Until a cure was found, research was continued. 
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CHAPTER ONE
 
Problem Statement and Methodology
 
Purpose and Title of Project
 
Purpose 
The purpose of this study was to determine the degree 
to which caregivers of relatives afflicted with Alzheimer's 
Disease felt burdened. Burden was reflected as the degree 
to which the caregivers were affected by the victim's 
disabilities and behaviors. The study was done as a partial 
repetition of the study conducted by Zarit, Roever and Bach­
Peterson1 for which the Burden Interview was developed. 
Both studies were an attempt to quantify burden in a 
numerical fashion so as to ensure easy comparison to other 
caregivers. Burden was defined by Zarit, et al 2 by 
measuring the amount of agreement with statements involving 
caregiver's health, psychological well-being, finances, 
social life and the afflicted relative. The original study 
by Zarit, et a1 3 , which involved victims of Alzheimer's as 
well as other types of dementia, revealed that no 
correlation was found between the variables. The present 
study was conducted to determine if a correlation would 
occur using strictly Alzheimer's victims being cared for in 
the home. 
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Title 
The title of the project was "Areas of Burden for 
Primary Caregivers of Relatives Afflicted with Alzheimer's 
Disease." 
Problem Statement 
Statement of the Problem 
Alzheimer's disease had been an area discussed much in 
medical and psychiatric literature. Not only were the 
mechanics of the disease studied, but it was discussed as to 
which was the most promising method of treatment. Among the 
specific areas studied, was whether the victims could be 
adequately cared for in the home. Due to Alzheimer's being 
a progressive disease affecting personality and memory4, it 
was a disease that became more difficult to deal with as the 
victim's condition deteriorated. The problem arose as to 
which types of memory and personality problems were found to 
cause stress for the caregiver. If the caregiver felt 
stressed, burden may also have been felt. 
For this study, the researcher questioned to what 
extent the caregiver was affected by the degree of memory of 
personality deficits. The caregivers consisted of sons, 
daughters, husbands and wives. The researcher assessed each 
caregiver as to which deficits led to some degree of burden 
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3 
to be felt. With this information, it could also be 
determined as to whether spouses or children of the 
Alzheimer's victims felt more burden. 
Background Information 
Alzheimer's disease was first recognized by Alois 
Alzheimer in 1907 as "characteristic neuro-fibrillary 
tangles and neuritic plaques,,5 found in autopsies. It was 
at this time that symptoms similar to senility were dis­
covered in persons under 65 years of age; hence Alzheimer's 
was labeled as a "presenile dementia,,6. Even after these new 
findings, Alzheimer's disease became an area of little 
progress until years later. In the 1940's and 1950's, 
Alzheimer's was viewed as a type of "senile" psychosis and 
a "chronic brain syndrome with a disturbance of metabolism, 
growth or nutrition,,7, respectively. Alzheimer's disease 
once again surfaced as an area of study in 1975. It was 
from this time forward that the disease was studied from 
psychological, neurochemical and physical angles. 
Alzheimer's disease came to be recognized as a memory 
and personality disorder8 . It was seen as a progressive 
deterioration of basic human function. In its early stages, 
the victims of the disease lost memory for recent events, 
had difficulty incorporating new information and developed 
'. .:. 
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problems with word-finding. As the disease progressed, its 
victims became disoriented to time and place, lost their way 
and had difficulty sleeping. In the last stages of 
Alzheimer's disease, seizures were common and the victims 
were unable to perform any of the necessary functions for 
1 . .l.Vl.ng9 . 
As the victims progressed through the stages of this 
incurable disease, they required increasing amount of care. 
The caregivers were needed to provide reassurance to the 
victims when they became confused and physical assistance 
when the victims were incapable of feeding or bathing them­
selves. With these increasing demands being placed on the 
caregiver, it was understandable that the stress levels 
could have been heightened and the caregivers may have felt 
burdened. 
Need for the Project 
This project explored those areas in caring for a 
relative with Alzheimer's disease which were burdensome for 
the caregiver. The benefit of this information was related 
to how it was used. Surveys such as The Burden InterviewlO 
could facilitate a means of comparison by quantifying burden 
in a numerical fashion. Furthermore, the surveys could 
serve as a means of sharing successful coping mechanisms. 
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Even if the information from this study never paved the 
road for further research, it had benefits of its own. Not 
only as the researcher enabled to satisfy a new for know­
ledge, this information could be shared. Those involved in 
the study were presented with a narrative report of the 
results. It was hoped that those experiencing higher 
degrees of burden could utilize some of the coping 
mechanisms of those feeling fewer of the stresses, 
therefore decreasing the amount of burden felt. The 
information could also be used by facilitators of support 
groups in planning the focus of support meetings. 
Project Location and Duration 
Location 
This study was developed and implemented through the 
Geriatric Institute of Family Hospital in Milwaukee, Wis­
consin and the Alzheimer's Disease and Related Disorders of 
Greater Milwaukee, Inc. The Geriatric Institute of 
Milwaukee area in the areas of education, daycare, social 
services, and outpatient medical and psychiatric services. 
The Geriatric Institute also provided services for inpatient 
gero-psychiatric and geriatric medical unit at Family 
Hospital. The Alzheimer's Disease and Related Disorders 
Association was a nationwide organization which provided 
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6 
support for victims of Alzheimer's related illnesses and 
their families. The Milwaukee Chapter was housed at 
Family Hospital. 
Duration 
This study began in March, 1985, when the publisher 
of the Burden Interview was contacted. It was completed 
in September, 1985, when the last interview was conducted. 
Objectives 
Developmental Objective #1 
By April 1, 1985, the researcher obtained the consent of 
the publisher of the Burden interview for its use and a copy 
of the current version was obtained. 
1. Implementation Activities 
a.	 A letter was written to Steven H. Zarit, Ph.D., 
of Andrus Gerontology Center at the University 
of Southern California explaining the purpose 
of the study. 
2.	 b. A copy of the most current version of the
 
Burden Interview was received from Dr. Zarit.
 
Development Objective 12 
By June 1, 1985, the researcher arranged appointments for 
interviews with all suitable clients. 
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1.	 Implementation Activities 
a.	 Researcher made telephone calls to all 
clients on list. A screening was conducted 
as to availability, literacy, and 
suitability for the interview. 
b.	 Interview appointments were arranged. 
2.	 Evidence of Completion 
All clients were contacted via telephone 
and a written interview schedule was made 
for personal interviews in the client's 
home. 
Developmental Objective 14 
By June 1, 1985, the researcher contacted the president 
of the Milwaukee Chapter of Alzheimer's Disease and 
Related Disorder Association to obtain permission to 
print a request for interviewees in the July ADRDA 
Newsletter. 
1.	 Implementation Activities 
a.	 Personal interview was held. The purpose of 
the study was discussed. 
b.	 A draft of the request was presented to the 
president of the ADRDA. 
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2.	 Evidence of Completion 
The president of the ADRDA granted permission to 
print the request for interviewees/volunteers in the 
July, 1985 ADRDA Newsletter. 
Developmental Objective #5 
By June 15, 1985, the researcher prepared and sent a paragraph
 
requesting interviewees/volunteers to participate in the
 
study to the editor of the ADRDA Newsletter.
 
1.	 Implementation Activities 
a. The researcher prepared a concise request for 
volunteers. 
b.	 The request was sent to the editor for publica­
tion. 
2.	 Evidence of Completion 
The request for volunteer interviewees was published 
in the July Newsletter. 
Developmental Objective 16
 
By September 1, 1985, the researcher had conducted inter­

views with all suitable interviewees.
 
1.	 Implementation Activities 
a. The researcher returned all calls from volun­
teers requesting personal interviews. Screen­
ing was done as to suitability for the study . 
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b. Appointments were arranged in the 
interviewees' homes. 
2. Evidence of Completion 
All interviews were completed. 
Developmental Objective #7 
By September 15, 1985, the researcher prepared a summary of 
findings to be published in the October edition of the ADRDA 
Newsletter. 
1. Implementation Activities 
a. The researcher summarized the results of all 
the interviews. 
b. A concise report was sent to the editor of the 
ADRDA Newsletter for publication. 
2. Evidence of Completion 
The summary of the study's findings was published 
in the October edition of the ADRDA Newsletter. 
Evaluation Objective 11 
By October 1, 1986, the researcher determined from the 
results of the survey that a moderate to strong correlation 
existed between the ares of potential burden (i.e., care­
giver's health, psychological well-being, finances, social 
life and relationship between the caregiver and the Alzhei­
mer's victim) and the amount of burden reported by the 
caregiver. 
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Evaluation Objective #2 
By October 10, 1986, the researcher determined from the 
findings of the study that a moderate to strong correlation 
existed between the demographic variables (i.e., age, sex 
and length of caregiving) and the amount of burden felt 
by the caregiver. 
Evaluation Objective #3 
By October 10, 1986, the researcher determined from the 
results of the survey whether spouses or children of 
Alzheimer's victims reported the higher amount of burden. 
Evaluation Methodology 
Target Population and Sampling Methodology Used 
This project included the clients of the Geriatric 
Institute of Milwaukee's Family Hospital who agreed to 
participate in this study. Also, those members of the 
Milwaukee Chapter of the ADRDA who responded to the requests 
for volunteer interviewees were included in the study. The 
subjects were chosen after screening them for availability 
for interviews, relationship to the Alzheimer's victim and 
literacy (i.e., ability to understand, read and speak English. 
The criteria were such that the subjects of the project were 
related to the victim and available to be interviewed without 
language and/or physical barriers. 
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Research Design and Procedures 
The research design of this project was an exploratory
 
survey. The researcher aimed, by way of structured
 
interviews, to explore the areas (i.e., of the
 
caregiver's health, psychological well-being, finances,
 
social life and relation-ship between the caregiver and
 
the Alzheimer's victim) which affected the amount of
 
burden felt by the caregiver. The study also served to
 
explore the demographic variables (i.e., age, sex and
 
length of caregiving) were significantly correlated with
 
the degree of burden felt by the caregiver.
 
Materials and Instruments 
The study was conducted using the Burden Interview. 
This self-report survey was designed by Steven H. Zarit, Ph.D., 
of the Andrus Gerontology Center at the University of Southern 
California in 1980. The inventory was designed in an attempt to 
quantify feelings of burden by having the subjects report the 
frequency of problems (Le., "How much of a problem is it for 
you?"). In its original form, the Burden Interview consisted 
of twenty-nine items covering five areas of possible burden: 
caregiver's health, psychological well-being, social life, 
finances and relationship between the caregiver and demented 
individual. The subjects responded to the questions with a 
subjective rating from "not-at-all" to "extremely" . 
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Data Collection Method 
The data for this project were collected by way of a 
structured interview. The researcher met with the inter­
viewee in his home. The interview began by the researcher 
introducing herself and giving a short statement of the 
purpose of the study. The questionnaire was then completed 
by the researcher who asked the questions and the subject 
responded. After the interview, the subject was free to 
express concerns that were "off-the-record" or to ask 
questions. The researcher concluded by thanking the subject 
for his cooperation and time. 
Summary Data Analysis Methods 
The responses to the interview questions were summarized 
up using the value attached to each response (i.e., O. never, 
1. rarely, 2. sometimes, 3. quite frequently, 4. nearly 
always.) As in the original study by Dr. Steven H. Zarit, 
these sums were analyzed using intercorrelations between 
burden and subjective rating-type predictor variables. By 
this, it was meant that the demographic variables (i.e., sex, 
age and length of caregiving) were plotted on a regression 
line against the sum total of the Burden Interview re­
sponses. The intercorrelation was arrived at by way of 
frequency measures resulting in an F test. 
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Limitations of the Project 
Definitional 
The basic problem with this project, as well as those 
studies run by Dr. Zarit, was the attempt to quantify the 
concept of burden. Burden was a subjective measure of the 
difficulty to adapt to stressful situations. The objective 
was to measure the "units of burden" felt by caregivers of 
Alzheimer's victims in order to compare them to other 
caregivers. It was questioned whether a subjective area 
such as burden could become objective for means of compari­
son. In this study, the attempt was made to quantify burden 
in terms of the frequency of the self-reported feelings of 
burden intercorrelated with the demographic variables of 
age, sex and length of caregiving. 
Methodological 
The sample used for this study may not have been repre­
sentative of all caregivers of Alzheimers victims in the 
Milwaukee area. This was due greatly to the method used 
to select the subjects. The subjects participated on a 
strictly volunteer basis. Those members of the populations 
of the Geriatric Institute of Family Hospital or the 
Milwaukee Chapter of the ADRDA were directly informed of the 
study and encouraged to participate. Those who chose to 
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participate contacted the researcher and were screened 
as to availability for interview and relation to a victim 
of Alzheimer's disease. Hence, those who participated in 
the study were members of either of the two organizations 
mentioned above and/or were willing to volunteer time and 
information for the study. 
Implementational 
The researcher identified two implementational limita­
tions of the project. Due to the confidentiality issues 
involved in any organization, the Geriatric Institute and 
the ADRDA were unable to provide the researcher with access 
to a roster of members. Because of this restriction, the 
researcher was forced to advertise and interview only those 
who were willing to volunteer for the study. 
Secondly, during the time when the interviews were being 
conducted, Family Hospital of Milwaukee was under negotia­
tions with two area hospitals for a merger or transfer of 
services. Since both organizations had headquarters at 
Family Hospital, the stability and future locations were 
undecided. As a result, security issues became prominent 
and the number of volunteers could have been influenced. 
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Timeline 
Process 
Step 1 -
Step 2 -
Step 3 -
Step 4 -
Step 5 -
Step 6 -
Step 7 -
Step 8 -
Step 9 -
Study design 
Determine population 
Obtain tool 
Prepare tool 
Obtain list of 
clients, set up 
interviews 
Conduct interviews 
Sum all responses 
Conduct analyses 
Summarize data 
Mar. 
x 
x 
x 
x x 
x 
Apr. 
x 
May 
x 
x 
Months 
1985 
June 
x 
July Aug. 
x 
x 
Sept. 
x 
x 
x 
Oct. 
x 
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Budget 
The budgeted expenses of this project are as follows: 
Direct Costs 
l.	 Literature Search $ 10.00 
2.	 Printing Expenses $ 20.00 
3.	 Travel Expenses (10¢/mile) $ 50.00 
4.	 Supplies $ 20.00 
5.	 Typist (75 pages x 2 drafts x $2/page) $ 300.00 
Subtotal $ 400.00 
Indirect Costs 
l.	 Secretary (30 hours x $5/hour) $ 150.00 
2.	 Research Salary $2000.00 
100 hours x $20/hour) 
3.	 Interview Salary $2000.00 
100	 hours x $20/hour) 
Subtotal $4150.00 
Total $4550.00 
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Chapter Two
 
Review of the Literature
 
Introduction
 
When the word Alzheimer was first introduced into the 
language as other than a name, it served to describe a set 
of behavioral symptoms similar to senile dementia, but in 
younger adults. A few years later, Alzheimer was used to 
describe medical similarities found, through autopsy, in 
persons who exhibited the senile behaviors and had died. 
Later, Alzheimer's disease was equated with a type of 
"senile" psychosis and "chronic brain syndrome with disturb­
ances of metabolism, growth or nutrition". Recently, 
Alzheimer's disease has been studied focusing on the causes, 
treatments and problems resulting for the victim and care­
giver. 
Through this study, the researcher established which 
behaviors and types of physical disabilities of Alzheimer's 
disease caused stress for the caregivers. To complete the 
study, the researcher conducted personal interviews to 
investigate those areas in caring for a victim of Alzheimer's 
disease which led to the highest degree of burden to be 
felt by the caregiver. Secondly, through the project, 
the researcher sought to determine whether spouses or 
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children caregivers of Alzheimer's afflicted relatives 
reported the higher degree of burden. 
The Major Issues 
The review of literature explored two areas that were 
imperative background material for the appreciation of the 
research questions. The researcher combined a discussion 
of Alzheimer's as a disease with the treatment of its 
victims. These areas were discussed focusing on historical, 
philosophical, sociological, and psychological impacts for 
both the afflicted person and the caregiver. 
In theory, Alzheimer's disease has always been discussed 
as a mental illness and its victims have been treated as 
mentally ill persons. When institutionalization was consid­
ered proper treatment of the insane or education or research 
was common, those afflicted with Alzheimer's disease were 
institutionalized or taught or studied. The families of 
these victims were expected to accept whatever was recom­
mended by the mental health professionals in dealing or 
caring for those afflicted with this devastating illness. 
Socially, the victims of Alzheimer's disease and their 
families have been ostracized. Institutionalization was 
recommended to decrease the financial burden and social 
embarrassment; however, the economics of inpatient care 
.0-:-" 
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19 
remained overwhelming for many families. It was in the 
middle of the 20th century that the government began federal 
funding via Medicare, Medicaid, and Supplemental Security 
Income (SSI). Later, respite or day care centers were 
established as was the Alzheimer's disease and Related 
Disorders Association (ADRDA). These types of federal 
subsidies or organizations were expected to provide some 
relief for the victims and their families. 
Psychologically, Alzheimer's disease was often more 
difficult for the caregiver than it was for the victim. The 
afflicted one experienced loss of memory and independence. 
The caregiver watched as the victim's health deteriorated both 
mentally and physically. The Alzheimer's afflicted 
relative became more dependent as the disease progressed. 
As more was expected and demanded of the caregiver, the 
degree of stress felt was increased and often a feeling of 
burden was experienced. 
Historical 
As early as 1837, research was conducted in the field 
of dementia. An English psychiatrist, James Prichard, 
identified four stages of dementia: 1) impairment of 
recent memory, 2) loss of reason, 3) incomprehension, and 
4) loss of instinctive action. II By the beginning of the 
20th century, senile dementia came to be recognized as a 
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In 1906, symptoms similar to those seen in older dementia 
victims were documented in persons younger than sixty-five 
years of age by a German physician, Alois Alzheimer. He 
recorded a progressive deterioration of behavior, paranoid 
traits, disturbances of memory and intellect, and seizures. 13 
In addition, Alzheimer discovered, through autopsies, 
the same physical changes in the brains of patients younger 
than the age of sixty-five as in older ones. He found marked 
cerebral atrophy, neurofibrillary tangles, neuritic 
plaques and granulovascular degeneration. All of these 
were indicators of premature aging; in that, previous 
research revealed similar physiological changes only in 
brains of much older deceased individuals. 
Much of the research at this time was conducted in the 
institutions where mentally ill persons were confined. The 
families were encouraged to hospitalize their deranged 
relatives and were denied or refused visitation. The 
inhabitants of the "insane asylums" were kept in cages or 
chained in cells and denied social contacts except for an 
occasional visit from the institution's doctor. The 
conditions of these were inferior even to prisons where the 
inmates were treated with respect for their humanity. The 
mentally ill, in the beginning of the 20th century, were 
treated with less respect than the lowest of animals. 
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By the beginning of the 1940's, some progress had been 
made in the field of mental illness. Alzheimer's was con­
sidered to be a type of "senile psychosis".14 It was 
because of the irrational behaviors that it was called a 
psychosis and because of the age group it affected that it 
was described as senile. 
The victims of any type of mental illness continued to 
be involuntarily institutionalized. The families were 
encouraged to commit their insane relatives to these 
hospitals for life. Visitation was allowed but rarely 
encouraged. The conditions of treatment for mental illness 
were improving. The victims were restrained using straight 
jackets and were subjected to electric shock treatments. 
Group and individual therapy sessions were also introduced 
during the 1940's. 
Continued advances were made in the study of Alzheimer's 
disease over the next decade. It was no longer described 
as a "senile psychosis,,15, but was viewed as a chronic 
brain syndrome with disturbances of metabolism, growth or 
nutrition". 16 Alzheimer's was studied as an irreversible 
deterioration of behavior and physiological functioning. 
Many of the disabilities were described based on brain or 
intellectual capacities. Some, such as motor dysfunction 
and seizures, were able to be detected during the victim's 
lifetime; while others, such as neurofibrillary tangles and 
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plaques of the brain, were only revealed through autopsies. 
Short or long-term voluntary admissions were introduced 
at this time. Group therapies became more structured and 
therapeutic when residents of the institutions participated 
willingly. The use of straight jackets and electric shock 
treatment continued and solitary confinement or isolation was 
increased for uncontrollable behavior. The residents spent 
much of their day in a community or day room and were 
encouraged to interact with one another. Visitation by 
relatives was encouraged as were supervised passes outside 
of the hospital. 
By the 1970's, Alzheimer's disease was discussed within 
the field of senile dementia. In fact, Alzheimer's disease 
was equated with senile dementia in standard psychiatric 
textbooks. Much of the research conducted during this decade 
were neurochemical studies. Through examination of the 
chemical composition of the brain, a deficit in acetylocholine 
was discovered. It was known to medical personnel that a 
decreased level of this substance could cause some of the 
effects found in Alzheimer's disease. It was also common 
knowledge that lecithin increased the amount of acetycholine 
produced by the body. Hence, research was begun in this area. 
Chromosomal abnormalities were also suspected as a 
possible cause of Alzheimer's disease. It was found that 
nearly a hundred (100%) percent of persons with Down's 
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syndrome who reached the age of forty (40) developed 
Alzheimer's disease l7 . 
With the increased research in Alzheimer's disease, 
contact with the affected individuals and their families was 
expanded. Questions were asked with an expectation for 
answers. Although experts in the field had few answers 
regarding causes of this debilitating disease, they were 
learning quickly of its effects on both the victims and 
their caregivers. Treatment of the disease became much more 
personal with an increase in the education provided for the 
families and other involved persons. By the end of the 
decade, an organization was founded to serve this purpose: 
The Alzheimer's Disease and Related Disorders Association 
(ADRDA) . 
Since the beginning of the 1980's, research in the area 
of Alzheimer's disease and related disorders has focused on 
not only the symptoms of the disease but also on the 
behaviors involved. There have been numerous studies con­
ducted exploring the mental and physical deterioration 
caused by this disease plus an increased awareness of the 
behaviors resulting from the changes in psychological and 
physiological functions. Studies have also been conducted 
dealing with the behavioral and emotional changes of both 
the victims and the caregivers. Most of the studies have 
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revealed that as the body and mind began to lose capacity, 
the actions and reactions to the changes became more and 
more strained. 
While studies have been done involving the causes and 
symptoms of Alzheimer's disease, medical personnel have 
been experimenting with chemical and other means of treating 
the disease. New drugs have been tested in hopes of 
arresting, controlling or curing this dreaded mental illness. 
Changes in the diet and vitamin intake have been altered to 
detect any possible correlation between nutritional needs and 
the disease. In addition, genetic studies are being 
conducted. 
In the meantime, the victims and families were encour­
aged to gain as much knowledge as possible about the disease. 
Day care centers and specific long-term care facilities were 
provided for the victims. Support groups and classes were 
offered for the families. Newsletters and other publica­
tions were made available and telephone counseling was 
begun. All of these were designed to help decrease some 
of the confusion and despair which resulted from the inevi­
tability of death from Alzheimer's disease. 
Philosophical 
In theory, Alzheimer's disease has always been considered 
one of many types of senile dementia. It was often referred 
to as a presenile dementia because it often affected persons 
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under the age of sixty-five (65). Alzheimer's disease was 
recognized by a specific set of characteristics. 
Alzheimer's disease has been defined as a "primary 
dementia arising from degenerative processes of an anatomi­
calor physiological nature,,18. By "primary", it was sur­
mised that the symptoms experienced by the victim were due 
to the disease itself. Dementia described the progressive 
deterioration of mental functioning as is often seen in the 
elderly. The degenerative processes were observed in 
physical changes in the brain, as well as decreased brain 
or cortical functions. 
As a symptom of the disease, progressive memory diffi­
culty was noted. This facet of Alzheimer's was divided into 
three phases or stages. As the disease progressed through 
the early, middle and late stages, the victim became in­
creasingly more dependent, as well as physically and emo­
tionally incapacitated. 
In the early stage of Alzheimer's disease, most of the 
deterioration was evidenced in the memory. The victim first 
lost his recollection of recent events and repeated questions. 
Confusion about everyday occurrences often followed and 
difficulty incorporating new material was evident. The 
afflicted individual frequently experienced problems with 
language, especially word-finding . 
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During the middle stage of the progression of the 
disease, the problems became more disruptive of everyday 
functioning. The victim experienced disorientation to 
time and place and often became lost. Difficulties hand­
ling finances and sleep disturbances became evident as 
did decreased concentration. Paranoia was felt by the 
victims and there was sometimes an inner turmoil between 
agitation and apathy. 
In the late stage, the victims of Alzheimer's disease 
were prone to seizures. Control over bodily functions was 
minimal and incontinence was a frequent occurrence. Dress­
ing or feeding oneself was rarely possible. Death was 
imminent when life support systems became necessary. 
These stages of the disease prompted quite different 
reactions by family members and friends. The early stage 
was often ignored as memory difficulty was expected as one 
aged. The middle stage spiked some concern and medical 
treatment was sought. Institutionalization was usually the 
response to the late stage unless the concerned individual 
was highly devoted or committed to caring for the afflicted 
individual. 
But the question yet to be answered is, "Why do these 
problems/changes occur?". From literature on the subject, 
five identifiable changes in the brain were indicative of 
Alzheimer's disease. Only the first, a generalized slowing 
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of an electroencephalogram (EEG), could be detected during 
the victim's lifetime. An autopsy revealed the other four: 
decay of the cortical or outer layers of the brain, neuro­
fibrillary tangles, neuritic plaques and granulovascular 
degeneration. 
Periodic EEG's or brain wave tests performed on a 
suspected victim of Alzheimer's disease revealed a general­
ized slowing of the cortical activities. While this decrease 
was an indication of aging, it was more pronounced and 
quicker than in an individual not affected by any type of 
dementia. 
An autopsy performed on a decreased victim's brain 
revealed an abnormal decay of the cortical layers of the 
frontal and temporal lobes. The frontal lobe controlled 
movement and the temporal lobe was responsible for memory. 
This explained why the person afflicted with Alzheimer's 
disease experienced difficulties with remembering and 
activities. 
Neurofibrillary tangles were discovered upon examination 
of the brain. Neurofibrils were the fine fibers that ran 
along the inside of the nerve axons. Axons were the bridges 
between a cell body and a nerve ending. If the neurofibrils 
inside an axon were twisted, then the nerve impulses were 
distorted or altered; hence, the signals to the nerve were 
unreliable. This resulted in possible problems with hot, 
cold or other sensations for the victim. 
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Also discovered were neuritic plaques. These bacterial 
coatings on the nerves decreased the function and may have 
blocked signals completely. Cortical activity was depressed. 
With these changes, the afflicted individual experienced 
difficulties with many activities controlled by the brain 
e.g., decreased motor functioning. 
The autopsy revealed a granulovascular degeneration. 
The granule cells were extremely small but abundant cells 
located in the cerebellar cortex. This portion of the brain 
was responsible for neural activity. If the cells within 
this region were losing strength, then the entire nervous 
system was no longer at peak efficiency. 
The cause(s) of this debilitating disease has not been 
discovered nor a cure been found. It was known that 
Alzheimer's disease caused emotional, physical and behavioral 
changes in a similar pattern to dementia. The difference 
stemmed from the age affected. The elderly are expected to 
become forgetful or have problems caring for themselves; 
younger persons are not. The research continued with hope 
for finding a cure or at least a cause. 
Sociological 
There were a number of programs or organizations estab­
lished to benefit victims of Alzheimer's disease and other 
related disorders. Some of these were aimed at providing 
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medical or financial assistance while others were designed 
to give emotional support. Two of these such programs were 
federally funded medical insurance for the elderly or 
disabled: Medicare and Medicaid. A national organization,
 
the Alzheimer's Disease and Related Disorders Association
 
(ADRDA), was founded to provide emotional and psychological
 
support of the victims, their families and caregivers. In 
addition, there were state and local programs which helped
 
care for the victims of Alzheimer's disease.
 
During the early 1960's Congress voted to initiate an
 
assistance program to provide medical care for the elderly.
 
A two-part insurance was set up through Titles XVIII and XIX
 
of the Social Security Act. Medicare and Medicaid, as they
 
were called, provided federal funds for hospital care and
 
other medical costs partially or completely.
 
Medicare was designed to provide inpatient hospital care
 
for persons over the age of sixty-five. This insurance
 
covered most costs involved in hospitalization without a
 
monthly fee to the subscriber. It provided full coverage
 
for the first sixty days of hospitalization and partial
 
coverage for the next thirty days. It provided for one
 
hundred days of skilled care in a nursing home only if the
 
patient was transferred from a hospital. Home care was
 
covered if it was in exchange for inpatient hospital care .
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Medicaid was the optional portion of the insurance with 
provided partial coverage for medical services. For a 
monthly deductible, it was federal grant-in-aid for the 
aged, blind, disabled, poor with children, or medically 
indigent. It paid for eighty percent (80%) of physician's 
fees, outpatient services and chiropractic, dental, or 
podiatry services. Title XIX also covered five percent (5%) 
of hospice care or respite services and up to two hundred 
fifty dollars ($250.00) for outpatient psychiatric care. 
As of February of 1985, Medicare subscribers were given 
the opportunity to enroll in Health Maintenance Organizations 
(HMO's). The advantage to such a move was that Medicare 
paid a preset fee for the beneficiaries that enrolled. The 
subscribers to the HMO's were entitled to all services 
provided for a low monthly premium and virtually no out-of­
pocket costs. They were exempt from paying the deductible 
available for a low monthly cost and there were virtually no 
claim forms to file. Unfortunately, services were limited 
to a certain number of physicians and to a specific geo­
graphic area. 
In 1979, the Alzheimer's Disease and Related Diseases 
Association (ADRDA) was founded. It was designed to provide 
emotional and psychological support for the victims, their 
families and caregivers. The many local chapters offered 
support groups for interested individuals and day care 
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programs for those afflicted with a dementing illness. The 
organization published local and national newsletters which 
were distributed to its members and held educational con­
ventions on current issues. In addition, a hotline was 
available in many cities to offer immediate support and 
encouragement. 
Psychological 
Psychologically, Alzheimer's disease was not an easy 
diagnosis to accept. The victim faced years of deteriorating 
physical and mental health while the families and friends 
anticipated behavioral, emotional and functional changes. 
These things were expected and there was no hope. The 
afflicted individual knew his death was imminent after much 
suffering and the loved ones were able to do nothing to alter 
the progressiveness of the illness. 
In the early stage of the illness, the victim experienced 
problems with memory. It became difficult to remember recent 
events and to find words one wanted to use. Surprisingly 
enough, the troubles were often able to be hidden. The 
person afflicted with Alzheimer's disease covered for faulty 
memory by writing notes or attributing forgetfulness to 
old age. Nonetheless, there was an increasing sense that 
something was wrong. 
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The caregiver of an Alzheimer's victim was often 
unaware of any problem. There may have been some suspicion 
but forgetfulness was thought to be a part of growing older. 
Confrontation of the victim led to a denial or an excuse. 
Sometimes, the family members or friends was aware of a 
decrease in an ability to remember but made excuses for the 
victim or failed to admit the extent or seriousness of the 
problem. 
As the victim of Alzheimer's entered the middle stage 
of the disease, the problems could be hidden no longer. 
Paranoia and unexplained fear was experienced when wandering 
resulted in becoming lost. The afflicted individual often 
had problems with insomnia, excessive drowsiness or other 
sleep disturbances. All of this led to a feeling of inner 
turmoil - agitation v. apathy. 
The caregiver became much more aware of the decreasing 
abilities to function. Problems were witnessed in memory, 
concentration, sleep, paranoia and wandering. It was during 
this phase of the illness that a concern for safety arose. 
During the last stage of the illness, it was questionable 
the victim had any awareness at all. Total dependence on 
other human beings resulted from the debilitation of most, if 
not all, of physical and mental functioning. It was at 
this time that death was near . 
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Those in close contact with someone in the final phase of 
Alzheimer's disease saw a complete lack of independence. 
Help was needed for all activities of daily living. The 
victim usually failed to recognize any faces or voices and 
often could not speak. The caregivers became aware that 
the afflicted individual was unaware and that the days of 
life were limited. 
With the problems witnessed by the caregivers, it was 
understandable why a certain amount of tension or stress 
developed. The changing behaviors required flexibility and 
an increasing amount of patience. The caregiver needed to 
adapt to a growing dependence, both physically and 
mentally. 
Dr. William E. Kelly states that over ninety percent 
(907.) of all caregivers in his study reported anger, fatigue 
and dependence. 19 These and other symptoms, as documented 
in literature, were a result of the increasing amount of 
stress and burden may have developed. 
According to researchers in the field, the problems 
resulting from caring for an Alzheimer's victim did not 
necessarily exclude that option. Suggestions included 
managing the situation. Dr. Leonard Heston, et al recommends 
a two-step approach: 1. be aware of the present mental 
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felt more comfortable at home than in an institution or 
nursing home if the caregivers learned as much as possible 
and utilized various sources of respite. 
Summary 
In the review of literature, the researcher examined 
two important issues that had to be considered. These 
issues included a discussion of Alzheimer's disease along 
with the treatment of its victims. These issues were very 
important when trying to understand the results of the 
study as compared to past research or when considering a 
repetition of this study in the future. 
The information presented in this chapter indicated two 
important developments. First, because of the changing 
understanding of the disease, the treatment of its 
victims changed. Second, since a cure had not been 
found, research continued in areas of the disease. 
Throughout the last chapter of this thesis, the research­
er described in detail what occurred during the course of 
the researcher's project. Chapter Three also gave insight 
into the participants of the study. The final section 
relayed the actual results of the study of feelings of 
burden as reported by caregivers of Alzheimer's victims 
in the home. Recommendations for application of these 
findings were included following the discussion of the 
researcher's survey . 
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CHAPTER 3 
Findings, Conclusions and Recommendations 
Introduction 
Purpose of the Project 
An area of much recent literature was Alzheimer's 
disease. Many studies were conducted to determine its 
causes, symptoms and possible cures. Also researched was 
the effect the disease had on the families and caregivers 
of the victims. Due to economic necessity or devotion to 
the victim, family and caregivers often were synonymous. 
The debilitating nature of the disease led researchers to 
believe that the caregivers would have felt stressed or 
burdened. 
This study was conducted to determine whether care­
givers of Alzheimer's victims reported feeling burdened and 
to what degree. Through the use of personal interviews, the 
researcher investigated whether areas of potential burden 
as determined by Dr. Steven J. Zarit 21 (i.e., caregiver's 
health, psychological well-being, finances, social life and 
the relationship between the caregiver and the Alzheimer's 
victim) were reported as areas 
questioned whether spouses or 
the higher level of burden . 
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Research Methodology 
To obtain data for this thesis, the researcher conducted 
personal interviews. The participants included in-home care­
givers of Alzheimer's afflicted relatives in a major metropoli­
tan city. The interviews were conducted using a self-report 
survey. Given a statement of a potential problem, the 
participants responded with how often it was an actual problem 
(i.e., never, rarely, sometimes, quite frequently or nearly 
always). The researcher then discussed the purpose of the 
study and allowed the participants the opportunity to add 
comments or questions. 
During the course of this project, the researcher en­
countered several limitations. First, as with many studies, 
semantic difficulties needed to be recognized. Since the 
study was conducted using personal interviews, the state­
ments could only be read and the wording or meanings may 
have been misunderstood. 
Second, this project contained methodological limita­
tions. The participants, for example, were voluntarily 
interviewed and may not have presented an adequate repre­
sentation of caregivers. The participants were also all 
members of the local chapter of the Alzheimer's disease and 
Related Disorders Association (ADRDA) 22. The results may 
not have been generalizable to non-members . 
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Third, the researcher recognized implementational 
limitations of the project. The ADRDA limited how the 
participants could be recruited. The unfortunate timing of 
the study was also a limitation. At the same time, the hospital 
where the association was housed was under severe financial 
constraints and was negotiating mergers with other area 
hospitals. 
Each of the limitations could have changed the results 
of this project. The researcher, however, attempted to 
control for these limitations. For example, the researcher 
tried to avoid semantic difficulties by rereading the state­
ments as many times as necessary to promote understanding. 
Description of Findings 
Evaluation Instrument Used 
Dr. Steven J. Zarit developed the survey that was used 
in this project. Dr. Zarit originally designed The Burden 
Interview to be used to reflect stresses felt by caregivers 
to form a clinical scale to quantify burden. 23 
Before preparing and administering this interview, the 
researcher evaluated its validity and reliability. The 
issue of validity was inclusive of both internal and 
external validity. Internal validity referred to the 
instrument's ability to measure what was claimed to be 
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measured. External validity referred to the Generalizability 
of the results across persons places and times. Reliability 
24was measured by whether the tool was consistent or not. 
With regards to internal validity, a single question 
arose. Did the survey measure what it proposed to measure? 
Zarit answered that question, 
"There is a strong desire to 
translate caregivers' feelings 
into 'so many units of burden' 
so that he or she can be easily 
compared to other caregivers ... ,,25 
The Burden interview is scored 
by summing the responses of the 
individual items. Higher score 
indicate greater caregiver dis­
tress ... ,,26 
Zarit, however, found feelings difficult to measure without 
taking into consideration the degree of impairment. As a 
result, a checklist of behavior problems was included in 
his study. In addition, he looked at the amount of social 
support available to the caregiver. 
The external validity of the instrument was established 
through its use. Dr. Zarit, et ai, used the interview with 
caregivers in institutions and homes, with Alzheimer's and 
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other dementia victims, and more than once. The study has 
also been used through the ADRDA. 27 
Dr. Zarit tested the reliability of his own study. 
After using the interview more than once, he reported: 
"In the original study, it was 
found that burden did not correlate 
with either frequency of memory and 
behavior problems or level of im­
pairment. The present study repro­
duced those results ... The Burden 
Interview has had consistently high 
reliability, = .79,,28 
Zarit does, however, report that there are no real norms 
and the survey may not be a clinically sensitive scale. 
Statistical Manipulation of Raw Data 
The location for this project was major metropolitan
 
city. The research obtained volunteers through the local
 
chapter of the Alzheimer's Disease and Related Disorders
 
Association (ADRDA) 29. The population included husbands,
 
wives, daughters and sisters of Alzheimer's victims. All 
those affected by the disease were being cared for in the 
home. The research discarded the results obtained from
 
the caregivers who were sisters of the victims because the
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project was to study responses of spouses and children of 
afflicted individuals. Table 1 illustrated the composition 
of the population. 
Table 1 
Composition of the Population 
Relationship (caregiver/victim) n 
husband/wife 5
 
wife/husband 8
 
daughter/mother 12
 
daughter/father 9
 
N-34
 
The researcher divided the population in this way in 
order to examine the results in two categories: sex and 
relationship to the victim. This division allowed the 
researcher to determine whether spouses or children of the 
Alzheimer's afflicted individual reported more burdened. 
The researcher then determined whether the amount of respite 
care had any affect on the results of the interview. 
To compile the data, the researcher simply calculated 
the sum of responses, determined the range of these sums 
for each category and found the mean score for each of these 
ranges. In addition, the mean age was calculated for each 
category of caregivers as was the mean number of hours of 
respite per week. This was done to facilitate a comparison 
between the spouses and children. 
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Findings for Evaluation Objective #1 
The first evaluation objective questioned whether a 
correlation occurred between the scores on the interview 
and a subjective rating of the amount of burden felt by 
the caregiver. Specifically, the researcher questioned 
whether the degree of burden revealed through the questions 
on the survey was congruous with the answer to the last 
question in the interview (Le., "Overall, how burdened do 
you feel in caring for your relative - O. Rarely, 1. Never, 
2. Sometimes, 3. Quite Frequently, or 4. Nearly Always?,,30 
In order to analyze the survey findings, the researcher 
compiled the data into two tables. Table 2 on page 42 repre­
sented the raw data for those interviewed who were spouses 
that cared for an Alzheimer's afflicted husband or wife. The 
table contained each score from the interviews in an 
increasing order, the response to question 122, the age and 
sex of each caregiver and victim, the number of hours of 
respite obtained each week and the number of years of 
caregiving. 
According to Zarit's design of the interview, a score 
within a specific range represented a certain degree of 
burden: 
range of scores degree of burden 
0-20 
21-40 
41-60 
61-88 
little or no burden 
mild to moderate burden 
moderate to severe burden 
severe burden 
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Spouse 
sex age score on 
interview 
response 
to 1122 
sometimes 
II of hours of 
respite/week 
length of 
caregiver 
(years)caregiver victim caregiver victim 
A Female Male 69 70 36 
39 
40 
44 
44 
44 
45 
45 
47 
47 
50 
55 
56 
20 
8 
4 
12 
8 
16 
15 
10 
0 
27 
25 
10 
0 
1/2 
B " " 65 63 
quite 
frequently 3 
C " " 64 85 " 
" 
quite 
frequently 
4 
D " " 70 78 6 
E Male Female 53 60 1 
F Female Male 51 64 " 
" 
" 
" 
" 
nearly 
always 
" 
quite 
frequently 
2 
G Male " 66 71 6 
H " Female 67 69 7 
I Female Male 68 60 10 
J " " 75 55 4 
K Male " 66 64 2 
L Female Male 66 74 5 
M Male Female 58 60 1 
r 
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As can be seen on Table 2, ten of the thirteen scores fell 
into the moderate to severe burden range and three were 
found in the mild to moderate burden range. Two of those 
who revealed moderate to severe burden reported feeling 
burdened nearly always and one whose score revealed mild 
to moderate burden reported feeling burdened sometimes. 
The other ten respondents reported feeling frequently 
burdened whether the score revealed mild to moderate or 
moderate to severe burden. 
Table 3 on page 44 was similar to the previous one, 
although it compiled raw data for the children who were 
caring for Alzheimer's afflicted parents. The table con­
tained each score from the interviews in an increasing order, 
each response to question #22, the age and sex of each care­
giver, the number of hours of respite obtained each week 
and the number of years of caregiving. No interviews were 
conducted on sons caring for either parent. 
As can be seen in Table 3, all scores fell into the 
range of moderate to severe burden. Nine of the twelve 
daughters caring for mothers reported feeling burdened quite 
frequently while one reported sometimes and two nearly 
always feeling burdened. Of the nine daughters caring for 
fathers, seven reported feeling burdened quite frequently 
and two, nearly always . 
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Table 3: Raw data for interviewed daughters who cared for an Alzheimer's afflicted parent. 
)' 
Victim respite/weekCaregiver Victim interview to 1122 
quite 
F 82 frequently51 40 30 7 
nearly 
alwaysF 4140 58 26 2 
F 92 sometimes55 43 12 10 
quite 
F frequently50 70 44 3 6 
F 46 77 1044 5" 
F 2S45 75 44 6" 
F 7S 1038 45 4" 
M 60 80 45 5" 5 
M 40 66 46 20 1" 
F 51 85 46 24 7" 
F 65 264639 5" 
M 44 24 1170 47 " 
F sometimes38 76 48 0 3 
quite 
frequentlyF 52 70 47 28 3 
quite 
frequentlyF 47 80 50 30 1 
nearly 
alwaysM 21 243 61 50 
quite 
frequently 2M 76 50 1840 
quite 
frequentlyM 21 243 73 50 
quite 
frequentlyM 44 65 25 153 
quite 
frequentlyM 2245 84 354 
nearly 
M 46 always 24 681 55 
r 
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Findings for Evaluation Objective #2 
Through the second evaluation objective, the researcher 
questioned whether age, sex or length of caregiving was 
correlated to the amount of burden felt. Specifically, the 
researcher questioned whether the number of years one cared 
for an Alzheimer's victim, whether the caregiver was male 
or female, or what the age of the caregiver was, had any 
affect on the amount of burden revealed through The Burden 
Interview31 . 
In order to analyze these findings, the researcher used 
Tables 2 and 3. From Table 2, it was noted that all three 
respondents whose interview scores fell into the mild to 
moderate burden range were female. The other nine females 
scored in the moderate to severe burden range. All five 
male caregivers revealed scores in the moderate to severe 
range. All respondents who produced scores in the 21-40 
ranges were aged in the sixties. Those ages of the other 
respondents, with scores from 44-56, were from fifty-one 
(51) to seventy-five (75) years. The number of years of 
caregiving were one-half, three and four for those who were 
mildly to moderately burdened. For those who were moderately 
to severely burdened, the number of years of caregiving 
ranged from one to ten. 
Table 3 reveals the results for children who cared for 
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parents afflicted with Alzheimer's disease. Six of the 
nine scores for daughters caring for fathers were fifty or 
greater. The other three were forty-five, forty-six and 
forty-seven. Nine of the twelve daughters caring for 
mothers scored forty-six or less while the other three 
scored forty-eight, forty-nine and fifty. The length of 
caregiving was from one to eleven years. Three of the 
respondents who gave care for one year revealed scores of 
forty-six, fifty and fifty-three. The one caregiver of 
eleven years scored forty-four. 
Findings for Evaluation Objective #3 
Through the third evaluation objective, the researcher 
questioned whether spouses or children caregivers of Alzheim­
er's victims felt the higher amount of burden. Specifically, 
the researcher questioned whether wives or husbands felt more 
or less burdened than children caring for either parent. 
To analyze these findings, the researcher used the 
raw data from Tables 2 and 3 to compile Table 4 on page 48. 
This table gave range of ages and mean age for both caregiver 
and victim, the range and mean scores from the interview, 
the range of and mean number of hours of respite per week, 
and the range of the mean number of years of caregiving. 
All of this information is provided for husbands caring for 
~ "·"'0 
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wives, wives caring for husbands, daughters caring for 
mothers and daughters caring for fathers. No sons caring 
for either parent were interviewed. 
According to Table 4, it was noted that the mean score 
from the interview for wives caring for husbands was forty­
four, for daughters caring for mothers was forty-five, for 
husbands caring for wives was forty-eight and for daughters 
caring for fathers was fifty. From this data, the researcher 
calculated the mean scores for spouse and child caregivers. 
The mean score for a spouse caregiver was forty-six and for 
a child caregiver was forty-seven and a half. 
Analysis of Findings/Conclusions 
Evaluation Objective #1 
By October 1, 1986, the researcher determined from the 
results of the survey that a moderate to strong correlation 
existed between the areas of potential burden (i.e., care­
giver's health, physical well-being, finances, social life 
and the relationship between the caregiver and the Alzheim­
er's victim) and the amount of burden reported by the care­
giver. 
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age range 
caregiver victim 
mean 
caregiver 
age 
victim 
I scores 
of 
interview 
range mean 
/I of hrs. 
of 
respite/week 
range mean 
years of 
caregiving 
range mean 
husband cares 
for wife 58-75 55-71 66 63 
I 
44-56 48 0-25 15 1-6 3 
wife 
for 
cares 
husband 51-70 60-85 64 70 36-55 44 0-20 10 1/2-10 41/2 
daughter cares 
for mother 38-55 58-92 46 75 40-50 45 6-30 18 1-10 6 
daughter cares 
for father 40-60 61-84 45 73 45-55 50 5-25 20 1-11 32/3 
Table 4: Summation of raw data 
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Conclusion 
In order to analyze the survey data, the researcher 
interpreted the information presented in Table 2 on page 
42 and Table 3 on page 44. This interpretation was done 
by comparing the score on the interview to the response to 
question #22. In order to have a perfect correlation, a 
score in the 0-20 range should have elicited a response to 
question #22 of never, or rarely, a score of 21-40 should 
have elicited a response of rarely or sometimes, a score 
from 41-60 should have elicited a response of sometimes or 
quite frequently and a score from 61-88 should have 
elicited a response of quite frequently or nearly always. 
As noted in Table 2, of the three scores in the 21-40 
range, one participant responded sometimes and two respon­
ed quite frequently to question 122. Of the ten scores in 
the 41-60 range, eight participants responded quite fre­
quently to question 122 and two responded nearly always. 
Of the thirteen responses, nine correlated perfectly with 
the score on the interview. These and the other responses 
resulted in a correlation with the scores on the interview 
of .69. 
From Table 3, it was noted that the one score in the 
21-40 range elicited a response of quite frequently to 
question #22. Two sometimes, three nearly always and 
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fifteen quite frequently responses were elicited by the 
twenty scores in the 41-60 range. Of the twenty-one res­
ponses, seventeen responses correlated perfectly with the 
scores on the interview. These and the other responses 
resulted in a correlation with scores on the interview of 
.809. 
Combining the above results, twenty-six of the thirty-
four responses correlated perfectly with the scores on the 
interview. A total correlation of .765 resulted between 
the scores on the interview and the responses to question 
#22. 
The researcher used the range depicted in Figure 1 on 
page 50 to interpret the intensity of the correlations. A 
strong correlation, as in the results from the spouses and 
the total population, indicated a close relationship be­
tween the amount of burden revealed through the interview 
and the self-reported amount of burden felt. The child 
Figure 1 
+	 1.00 --------- Perfect Correlation 
Very Strong Correlation 
+ .80	 Strong correlation 
+ .60	 Moderate correlation 
+ .40	 Weak Correlation 
+ .20	 Probably no correlation, just 
.00	 chance unless the number of 
eases totaled several hundred. 
", ~ . ~ . 
- ..;.. 
- -. 
"'oJ • 
. .... -'	 ...... 
," ;' 
':..- .	 ,­
•...:...~; . 
';/~.;),.'(" ...: .. 
.~- ~~::~1~/ ­
, ~. ,.." 
.-::!:: ~' . 
. -:/:' 
. :~. ',:.' 
."'.. 
". ::~': .. ~ .' 
. ~ji.";. 
,;.,:' . 
~12'
 
51
 
caregivers responses indicated a very close relationship 
between the amount of burden revealed through the inter­
view and the amount of burden reported to be felt. From 
this data, the researcher concluded that the respondents 
reported feeling as burdened as the score on the interview 
revealed. 
Although this research data may not have been general­
izable to other caregivers, the researcher felt this project 
could have encouraged further research. Caregivers of 
Alzheimer's victims in the home should be encouraged to 
report how burdened they feel to doctors or other 
professionals. Relief could then be facilitated. 
The researcher remained unsure whether the project had 
any impact on the participants. It may have, however, 
sparked a curiosity to seek support from other caregivers 
or further education about this disease. 
Evaluation Objective #2 
By October 10, 1986, the researcher determined from 
the findings of the study that a moderate to strong correla­
tion existed between the demographic variables (i.e., age, 
sex and length of caregiving) and the amount of burden felt 
by the caregiver. 
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Conclusion 
In order to analyze the data for this evaluation 
objective, the researcher used the information in Tables 2 
and 3 on pages 42 and 44 respectively. These interpretations 
were done by comparing the sex, age and length of caregiving 
to the score on the interview for each participant. 
From Table 2 on page 42, it was noted that those spouse 
participants whose scores revealed mild to moderate burden 
were all female and all male caregivers' scores revealed 
moderate to severe burden. The mean scores were found in 
Table 4 on page 48. it was noted that the mean score of 
husbands caring for wives, forty-eight, was somewhat higher 
than the mean score of wives caring for husbands whose mean 
score was forty-four. 
From Table 3 on page 44, it was noted that those 
children participants were all daughters. All but one 
score fell into the moderate to severe range. All but 
three of the daughters who cared for fathers scored fifty 
or greater. Of the daughters who cared for mothers, all 
but three scored forty-six or less. The mean scores for 
daughters caring for mothers and fathers, found in table 4 
on page 48, were 45 and 50, respectively. 
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From this data, the researcher concluded that husbands
 
caring for wives felt somewhat more burdened than wives
 
caring for husbands and daughters caring for mothers.
 
Daughters caring for fathers, however, reported the highest
 
amount of burden.
 
In regards to age and length of caregiving, the research
 
concluded nothing. From Table 4 on page 48, there appeared
 
to be no relationship between either mean age or mean
 
length of caregiving and mean score on the interview for
 
any of the caregiver categories.
 
The research data obtained from this Evaluation Objec­
tive may not have been generalized to other caregivers,
 
especially since the respondents were all voluntarily
 
interviewed. The results may have, however, encouraged
 
further research. It may have been questioned why hus­

bands caring for wives and daughters caring for fathers
 
reported a higher degree of burden than wives caring for
 
husbands or daughters caring for mothers.
 
Evaluation Objective #3 
By October 10, 1986, the researcher determined from the
 
results of the survey whether spouses or children of
 
Alzheimer's victims reported the higher amount of burden.
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Conclusion 
By using the data in Table 4 on page 48, the researcher 
concluded that no significant difference existed between 
the amount of burden revealed by spouses or children care­
givers of Alzheimer's afflicted relatives. The mean scores 
for spouse caregivers was forty-six and for child care­
givers was forty-seven and a half. 
Summary/Recommendations 
Procedural Recommendations 
The researcher had several suggestions for implementa­
tion of the research findings. The survey findings, for 
example, could be presented to support groups for caregivers 
of Alzheimer's victims and to those who did not obtain any 
support. By discussing the identified problem area, 
solutions could possibly be found. Lack of respite care, 
for example, could be remedied by initiating a sharing of 
caregiving, for example. One caregiver could look after 
two victims while the other spent some time away and care 
for both victims the next time. Some of the stress could 
be relieved just by realizing that other caregivers exper­
ience the same problems. In addition, through educational 
programs, the caregivers could learn to understand the 
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nature of the disease with a hope for learning to deal
 
with everyday difficulties better.
 
Policy Recommendations
 
Due to the nature of this research project, no policy
 
recommendations exist.
 
Future Research Recommendations 
The researcher recommended the need for further
 
research, new findings could facilitate a cure to be found
 
for this disease. As a result, new hope would surface for
 
the caregivers of the victims of this terminal illness.
 
If the project were to be repeated, the researcher would
 
have implemented several changes. First, a mail-order
 
survey would be considered to attempt to facilitate more
 
generalized results. If this were to happen, the inter­
view itself would have to be altered and expanded to
 
obtain more information (e.g., age, sex, length of care-

giving, # of hours of respite ad the caregivers relation­
ship to the victim).
 
The researcher felt that the next step for this project
 
would be the implementation of further educational
 
respite programs. As these changes occurred, caregivers
 
could be periodically interviewed to determine if the
 
level of burden decreased.
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1Zarit J. and Zarit S., "Measuring Burden And Support 
In Families," Paper presented at the 35th Annual Scientific 
Meeting of the Gerontological Society of America, Boston, 
Massachusetts, 1982. (1980): 2. 
2Ibid , l. 
3Ibid . 
4Reisberg Barry, A Guide to Alzheimer's Disease 
New York: The Free Press Division of Macmillan, Inc., 
1981): 6. 
5Ibid . 4. 
6Smith W. Lynn and Kisbourne Marcel, Aging and Dementia 
New York: SP Books Division of Spectrum Publications, Inc. 
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7Ibid. 
8Reisberg, p. 9 
9Smith, p. 12l. 
10Z · 1ar~ t, p. . 
11Heston Leonard and White June, Dementia: A practical 
guide to Alzheimer's Disease and related illnesses. (New 
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INSTRUCTIONS FOR THE BURDEN INTERVIEW 
The Burden Interview has been specially designed to 
reflect the stresses experienced by caregivers of dementia 
patients. It can be completed by caregivers themselves or 
as part of an interview. Caregivers are asked to respond 
to a series of 22 questions about the impact of the 
patient's disabilities on their life. For each item, 
caregivers are to indicate how often they have felt that 
way, never, rarely, sometimes, quite frequently, or nearly 
always. 
SCORING: 
The Burden Interview is scored by summing the responses 
of the individual items. Higher scores indicate greater 
caregiver distress. The Burden interview, however, should 
not be taken as the only indicator of the caregiver's 
emotional state. Clinical observations and other instru­
ments such as measures of depression should be used to 
supplement this measure. 
Norms for the Burden Interview have not been computed, 
but estimates of the degree of burden can be made from 
preliminary findings. These are: 
0-20 
21-40 
41-60 
61-88 
Little or no burden 
Mild to moderate burden 
Moderate to severe burden 
Severe burden 
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BURDEN INTERVIEW
 
INSTRUCTIONS: The following is a list of statements, which 
reflect how people sometimes feel when taking care of 
another person. After each statement, indicate how often 
you feel that way, never, rarely, sometimes, quite frequently 
or nearly always. There are no right or wrong answers. 
1.	 Do you feel that your relative asks for more help than 
he/she needs? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
2.	 Do you feel that because of the time you spend with
 
your relative that you don't have enough time for
 
yourself?
 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
3.	 Do you feel stressed between caring for your relative 
and trying to meet other responsibilities for your 
family or work? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
4. Do you feel embarrassed over your relative's behavior? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
5. Do you feel angry when you are around your relative? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
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6.	 Do you feel that your relative currently affects your 
relationship with other family members or friends in a 
negative way? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
7.	 Are you afraid what the future holds for your relative? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
8.	 Do you feel your relative is dependent upon you? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
9.	 Do you feel strained when you are around your relative? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
10.	 Do you feel your health has suffered because of your 
involvement with your relative? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
11.	 Do you feel that you don't have as much privacy as you 
Would like, because of your relative? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
12.	 Do you feel that your social life has suffered because 
you are caring for your relative? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
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13.	 Do you feel uncomfortable about having friends over, 
because of your relative? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
14.	 Do you feel that your relative seems to expect you to 
take care of him/her, as if you were the only one he/she 
could depend on? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
15.	 Do you feel that you don't have enough money to care 
for your relative, in addition to the rest of your 
expenses? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
16.	 Do you feel that you will be unable to take care of 
your relative much longer? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
17.	 Do you feel you have lost control of your life since 
your relative's illness? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
18.	 Do you wish you could just leave the care of your 
relative to someone else? 
O. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
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19.	 Do you feel uncertain about what to do about your 
relative? 
o. Never 1. Rearely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
20.	 Do you feel you should be doing more for your relative? 
• 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
21.	 Do you feel you could do a better job in caring for 
your relative? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
22.	 Overall, how burdened do you feel in caring for your 
relative? 
o. Never 1. Rarely 2. Sometimes 3. Quite Frequently 
4. Nearly Always 
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